






I have been thinking a great deal lately about the concept of 
fundraising and soliciting support from local businesses for my 
chapter. Selling, if you will, the story of our bleeding disorders 
community.

Like me, if you have any involvement at all with your local chap-
ters and foundations, fundraising is something that you will be 
introduced to at some point. Without donations, our non-for-
profits can’t thrive and fulfill their objectives. 

Asking people for money is not an easy thing to do for many 
people and I am no exception. I hate being told “No”. Because, 
of course, a resounding “Yes” is much more satisfying!  But I 
am learning that I can’t let the negative responses dampen the 
positive aspects of what I am out there to accomplish. 

I learned the other day that you may only get 1 ‘yes’ for every 7 
‘no’s’ you get. So then I polled my friends in sales and they told 
me it that it is more like 12 ‘no’s’ for every 1 ‘yes’. No kidding, 
really?  I can’t begin to tell you how happy that made me! So 
that means I have been successful!

Being involved with my local chapter here in Illinois, I get asked 
if I would like to volunteer for the various events the chapter 
holds throughout the year. Knowing on many occasions that will 
involve asking for donations or financial involvement can still be 
a little intimidating at times. But I am learning that it does not 
have to be.

So how do I approach it? I can’t tell you how many times I have 
thought to myself… I am not a ‘sales’ person… I don’t know how 
to do this… but in truth, we are all sales people every day. We 
sell ourselves, our ideas, our purpose, and our passion. And 
I am finding that it is the small businesses that make up lo-
cal communities that can be your most vital supporters. Get to 
know them. Find out how you can support them in return. It can 
be a very symbiotic relationship. 
 
For instance, this year I happened upon a local business that 
roasts coffee.  Instilled with caffeinated courage (and before 
I could stop myself) I asked them to get involved and support 
my hemophilia chapter for this year’s Gala fundraiser.  They did 
and their support has been wonderful. Diplomat would like to 
acknowledge how supportive they have been with our profound 
appreciation on behalf of the bleeding disorders community of 
Illinois.

Like many businesses they have their own mission and purpose. 
And both HFI and myself have made sure we let the community 
around us know how they have helped the chapter and that they 
are a business worth supporting in return. 
 

From The Editor’s Desk
That they had no ties to the bleeding disorder community made 
their willingness to become involved (in an ongoing basis I might 
add) all the more exciting.

Raising funds to support the chapters is not like a wrapping 
paper drive. It takes building and maintaining relationships all 
throughout the year.  So that when you do ask for support, they 
know who you are, and know about the activities within your 
community as well as having a better understanding of how 
their donations help.

So sit down with your local businesses and have that cup of cof-
fee (or tea) and try connecting. You may be very surprised who 
you touch, what you teach them, what they teach you. And that 
can translate into strong supportive relationships within the 
bleeding community. Communities are woven together more 
tightly by these very acts.

A simple cup of coffee can make 
a big difference… literally!

Amy E. Clarke, RN
Program Manager, Hemophilia 



Antifibrinolytic medications, such as tranexamic acid, are 
commonly used agents for the prevention and treatment of 
excessive bleeding caused by problems with the blood’s clot-
ting system. These agents can be given either orally or intra-
venously to help keep blood clots from breaking down. By 
preventing blood clots from breaking down at the site of a 
bleed, tranexamic acid allows adequate time for proper heal-
ing. In the United States, tranexamic acid is marketed as 
either Cyklokapron® (Injectable) or Lysteda™ (oral agent).  
Cyklokapron® is FDA approved in patients with he-
mophilia for short-term use, two to eight days, to re-
duce or prevent bleeding following a tooth extraction.

Lysteda™ is the first non-hormonal oral agent that is FDA ap-
proved to treat heavy menstrual bleeding (menorrhagia).  Each 
year 3 million women in the United States report heavy men-
strual bleeding and Lysteda™ provides an alternative option 
with respect to current therapy.  Lysteda™ works by making the 
blood in the uterus more likely to form clots. These clots reduce 
the flow of blood from the lining of your uterus.  The FDA recom-
mends the medication should be used with caution in woman 
taking hormonal contraception as it will increase the risk or clots, 
stroke, or heart attack. Lysteda™ was approved by the FDA in No-
vember 2009 but, currently, it is not available in the US market.
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USES OF TRANEXAMIC ACID

Pharm Phacts

Patients receiving anticoagulant (blood thinner) therapy or 
have bleeding disorder, such as hemophilia, tend to bleed lon-
ger than other individuals. This may be a concern in patients 
who undergo oral/ dental procedures. Due to this, these pa-
tients may benefit from a specially made mouthwash that 
contains an antifibrinolytic agent called tranexamic acid. 
Tranexamic acid works by preventing blood clots from break-
ing down at the site of a bleed; therefore, allowing adequate 
time for proper healing. Tranexamic acid mouthwash is typically 
used four times a day for two to five days. It is recommended 
to rinse and spit with 5mL of the specially made mouthwash 
for 2 minutes, although physicians may also instruct the pa-
tient to swish and swallow. Tranexamic mouthwash has local 
effects only and is not readily absorbed into the patient’s blood.  
The specially made mouthwash is an effective treatment op-
tion in certain patient population who undergo dental proce-
dures such as tooth extraction or with minor mouth bleeds. 
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Von Willebrand disease (VWD) is the most common heredi-
tary bleeding disorder resulting from a deficiency in or im-
pairment of a protein called von Willebrand factor. This factor 
plays an important role in the bloods clotting process. When a 
cut occurs, von Willebrand factors help blood platelets clump 
together and stick to the blood vessel wall, which aids in the 
clotting process. Without the von Willebrand factor, people 
with vWD tend to bleed longer.  Wilate®,  Humate-P® and Al-
phanate SD® are the factor  products available in the U.S. 
that can be used in the treatment of von Willebrand disease.

Wilate® is the first replacement therapy developed specifically 
for von Willebrand disease.  Wilate® is FDA approved for the 
treatment of spontaneous and trauma-induced bleeding epi-
sodes in patients with severe VWD as well as patients with mild 
or moderate VWD in whom the use of desmopressin is deemed 
ineffective or contraindicated. The products will be available in 
two strengths:  450 IU and 900 IU of VWF Ristocetin Cofactor 
activity per vial. Unlike Humate-P®, the ratio of von Willebrand 
factors to factor VIII in Wilate® is 1:1, which is similar to nor-
mal blood. The ability of Wilate® to mimic the body’s natural 
factor levels gives the product a key advantage over current 
therapy.  Per Octapharma, other key advantages of Wilate® in-
clude lower levels of impurities and is an albumin free product 
thus making the product more stable and specific to the site of 
action.  Overall, limited data is published by the manufacturer, 
Octapharma USA, about particular product specifications.  While 
Wilate® may provide an advantage over current therapy for vWD, 
additional information is needed for a definitive conclusion.
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TRANEXAMIC ACID MOUTHWASH

WILATE

Amy E. Clarke, RN



Many bleeding disorder chapters and foundations hold a leg-
islative day each year. For those of you not familiar with what 
that is, it is when a group of people representing the bleeding 
disorder community descend upon that state’s capital to have 
some face to face time with the state legislators (state senators 
and house of representative). The purpose is multi-fold: Educa-
tion is always a goal;  providing a more personal perspective on 
who the people with bleeding disorders are; and both thanking 
and asking for continued support for the bleeding community.

One of the most important things I have learned from being in-
volved with my local chapter and being part of our “legislative 
day”, is that it does not need to be a once of year event for each 
of us.
 
Your local politicians are usually quite willing to take some time 
to sit with you, to listen and learn about your experiences, so 
that they have a better idea how to support, you, their constitu-
ent.

To find your local politicians go to www.congress.org and type in 
your zip code. The site lists out both congress and state politi-
cians. You can also obtain contact information and website in-
formation as well. It is a nice site for finding local offices. I have 
met my local representatives in their offices, both of which are 
not far from my home. 

I know for me personally, I was a little nervous to go and talk 
to them for the first time. But, remember this, they are there to 
serve their district and state.  And in order for them to do that, 
they need to learn the issues that impact their voters. Who bet-
ter to teach them than you?

Amy E. Clarke, RN
Program Manager, Hemophilia

Many states are developing or working on developing 
legislation for those people living with bleeding disor-
ders. I encourage everyone to get involved with your 
hemophilia chapter and support legislative days in your 
state. 

Visiting your local legislative representative is simple 
and very productive. It only takes one phone call to 
make the appointment. 

I visited my state legislator in his local office. He gave 
me 45 minutes of his time to learn about hemophil-
ia and the complications associated with it. After our 
meeting, he signed on to support the “Hemophilia 
Standards of Care Act” in Pennsylvania. Act now, what 
are you waiting for?

Bill Griffis 
Hemophilia Community Liaison 

Legislative Day- More Than
Once A Year

Visit Your Legislator 

Spring Flowers
Puzzle Key



1 bag of broccoli slaw mix
1 cup shredded red cabbage
½ cup sliced almonds
1 cup pineapple tidbits, keep juice aside for dressing
1 large granny smith apple, diced

Dressing:
½ cup light or fat free mayonnaise
½ cup plain yogurt
¼ cup reserved pineapple juice
1 Tbs. lemon juice
1 Tbs. cider vinegar
Salt and pepper to taste

Combine dressing ingredients into a small bowl. In a large bowl 
combine all of the salad ingredients, toss in dressing. Salad 
can be made ahead of time and refrigerated.

½ cup fresh or frozen raspberries, for garnish
2 cups of cranberry-raspberry juice
2 cups seltzer
2 tablespoons of lime juice, plus 4 wedges 
to garnish

1. If using fresh raspberries, freeze them in a single layer for 
about 1 hour (or overnight) before proceeding with step 2. 

2. Combine cranberry-raspberry juice, seltzer and lime juice 
in a pitcher. Divide among 4 ice-filled glasses. Garnish with 
frozen raspberries and lime wedges. 

Peach Cooler
3 cups seltzer
1 cup peach juice or nectar
1 cup sparkling white grape juice 
4 slices fresh peach 

Combine seltzer, peach juice (or nectar) and sparkling white 
grape juice in a pitcher. Divide among 4 ice-filled glasses. 
Garnish with peach slices. 

Summer Broccoli Salad Sparkling Cran-Razzy

Make it a point to choose something from each color group every day.  Have fun with small children and involve them in their choices… 
“What colors did you eat today?” More colors at the end of the day, means more healthy fruits and vegetables.

Reds/Pinks – tomatoes, red/pink grapefruit, red pepper, watermelon, papaya, cherries, strawberries, 
raspberries, radishes, red apples, pomegranate, rhubarb, cranberries

Greens  – spinach, broccoli, kale, green beans, snap peas, cabbage, artichokes, zucchini, asparagus, 
avocado, kiwi, cucumber, lettuce, honeydew

Orange/Yellow – carrots, squash, melons, citrus, apricots, pumpkin, mangoes, peaches, sweet potatoes, 
pears, pineapple, yellow bell peppers, corn, dried peas and lentils

Blues/Purples – blueberries, red cabbage, beets, eggplant, grapes, plums, blackberries, figs

Whites – garlic, chives, leeks, onions, banana, turnips, mushrooms, ginger, 
jicama, cauliflower, parsnips, potatoes

It’s the perfect time of 
year to eat a rainbow!
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